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Abstract

Objectives. To identify the patients who are most likely to participate in discussions about
palliative care (PC) and advance care planning (ACP), and to determine their preferred timing
and approach of discussion.

Methods. The study included women aged 18-75 years diagnosed with breast cancer. In
the quantitative phase, sociodemographic and clinical characteristics, knowledge, decision-
making, and stigmas were evaluated. The qualitative phase included questions about patients’
understanding, timing, and method of discussing PC and ACP, which were analyzed by Bardin’s
content analysis.

Results. In Phase 1, a total of 115 participants were included, with 53.04% completing both
phases and 46.96% declining further participation. Those who completed both phases exhib-
ited higher rates of marriage and educational attainment, while those who declined Phase
2 had a higher prevalence of advanced-stage cancer and palliative treatment. Completion
of both phases was associated with a greater knowledge of reality and increased awareness
of PC and ACP. Furthermore, the qualitative analysis revealed 5 convergent themes: timing,
demystification, patient empowerment, misconception elimination, and open communication.
These themes informed the development of a conceptual model that provides a framework for
discussing PC and ACP with patients at different stages of cancer diagnosis and treatment,
highlighting appropriate and inappropriate approaches and timing.

Significance of results. Early discussion is beneficial, but withholding information or infring-
ing on autonomy should be avoided. The study reveals that married and highly educated
individuals tend to be more receptive to these discussions. However, patients with late-stage
cancer tend to decline participation. Patients value open communication, demystification of
PC, and empowering discussions that eliminate misunderstandings. Efforts should be made
to reach patients with limited familiarity, particularly those with late-stage cancer, to increase
their receptiveness to enable well-informed decision-making.

Introduction

Palliative care (PC) and advance care planning (ACP) have become increasingly prominent in
health care globally due to high cancer estimates (Grant et al. 2021; Patel and Lyons 2020). Early
discussions about ACP can provide individuals with opportunities to make important decisions
about whether to receive PC in the future, especially for those living with cancer whose disease
progression may affect their ability to make decisions (Lin et al. 2019). PC not only improves
quality of life but also provides effective symptom control, increases patient and family satis-
faction with care, reduces health-care costs, and promotes a less aggressive treatment approach
(Kavalieratos et al. 2016; McDonald et al. 2017; Temel et al. 2010; Zimmermann et al. 2014).
ACP is not just a formal documentation of a patient’s end-of-life treatment preferences but
rather a means of facilitating communication between the patient, their family, and health-care
providers. It explores the patient’s understanding of the disease and prognosis, clarifying treat-
ment goals and assisting in decision-making (Matsuoka et al. 2018). Anticipating care needs
enables effective interventions through education and longitudinal follow-up, preventing symp-
tom flares, reducing hospitalizations, filling information gaps, and mitigating difficulties in the
end-of-life process (Hui et al. 2018; Patel and Lyons 2020).

Despite the potential benefits of PC, more than half of patients who would ben-
efit from it do not receive PC, due to refusal (Bazargan and Bazargan-Hejazi 2021;
Huynh and Moore 2021). Moreover, discussions about ACP with patients diagnosed with
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cancer are not occurring, which further reduces the opportunity
for patients to choose PC (Dinescu 2021; Lin et al. 2019). The main
barriers to these discussions are the lack of information about the
potential benefits of PC, difficulties that health professionals face
in openly discussing disease progression, and stigmas surround-
ing the term “palliative care” held by patients. Additionally, when
there is a lack of trust in the doctor—patient relationship, engaging
in meaningful dialogue about probable outcomes and patient pref-
erences becomes a challenging task (Lin et al. 2019; Rugno et al.
2014; Santos Neto et al. 2021).

While alternative models of ACP have only recently started to
emerge in Brazil, most of the discussions occur within structured
PC services staffed by health-care professionals trained in this field.
Unfortunately, the limited availability of PC services in the country
leads to infrequent conversations about ACP. The deeply ingrained
paternalistic health-care culture in Brazil presents a significant hur-
dle for ACP, as it diminishes patient autonomy, discourages active
patient participation in health-care decisions, and can exacerbate
health disparities (Tardelli et al. 2023).

Although there are barriers to referral and initiation of PC, ade-
quate knowledge about PC and low levels of stigma can minimize
them (Cai and Lalani 2022; Chen et al. 2022; Rugno et al. 2014;
Santos Neto et al. 2021). As stigmas are reduced, discussions about
ACP become possible. When these discussions lead to choices, they
facilitate early PC integration. Encouraging conversations about
what is a priority for patients in their current and future care not
only identifies and removes stigmas but also increases treatment
effectiveness, patient autonomy, and is essential to facilitate shared
decision-making and problem-solving later on (Dias et al. 2022).
Therefore, there is a growing need to increase awareness and under-
standing of PC and ACP as key factors of public-health priority
(McIlfatrick et al. 2021; Whitelaw and Clark 2019).

Comprehension of the disease is a crucial aspect of patients’
overall health. Knowing the stage of cancer, treatment options,
and possible adverse effects may empower patients to make deci-
sions that align with their personal goals, preferences, and values
(Johnson et al. 2018; Yoo et al. 2020). A previous study found
that patients who had a good understanding of their incurable
illness were associated with physician orders for life-sustaining
treatment, preferences for ACP, less aggressive care, and were more
likely to have discussed their care with their families (Yoo et al.
2020). However, oncologists and PC physicians still view patient
autonomy as “freedom from interference” They prioritize care,
relationships, and a “good death” over autonomy and are hesi-
tant to empower patients to comprehension and make decisions
(Johnson et al. 2018).

Several studies have been conducted exploring interventions
and strategies to improve cancer patients’ understanding of PC
and ACP (Case et al. 2022; Malhotra and Ramakrishnan 2022).
However, determining how and when patients want to learn about
these topics may be an even more practical approach to foster-
ing ACP engagement, shared decision-making, and early referral
to PC. Therefore, this study aims to identify the characteristics of
patients who are most likely to engage in discussions about PC and
ACEP, as well as to assess their preferences for the optimal timing
and method of discussing these topics.

Methods

Study design

A 2-phase mixed-methods study was conducted combining the
strengths of qualitative and quantitative methodologies to obtain

https://doi.org/10.1017/51478951523001517 Published online by Cambridge University Press

Fulvio Bergamo Trevizan et al.

deeper understanding and evaluated at 2 distinct moments: (1)
Phase 1, in person, quantitative; (2) Phase 2, video call, qualitative.

In the first phase, evaluations were conducted in person using
assessment tools to investigate sociodemographic and clinical char-
acteristics, knowledge about PC and ACP, decision-making capac-
ity, and levels of barriers and stigmas among the patients. At the
end of these evaluations, the patients received a leaflet containing
technical and illustrated information about PC and ACP (contents:
What is ACP? Why is ACP important? Who is ACP for? Step-by-step
of ACP; What are PC? Who are PC for? Why are PC important?).
The purpose of this instructional material was to impart essential
knowledge and minimize response bias related to the inquiry of
“how” and “when.”

Between 7 and 14 days after the data collection, all patients
who participated in the first phase were invited to participate in
the qualitative interview via video call. The qualitative method fol-
lowed the Consolidated Criteria for Qualitative Research Reports
(Tong et al. 2007).

Participants

Women with breast cancer, aged between 18 and 75 years, with
knowledge of the cancer diagnosis, in both outpatient or inpatient
treatment settings, with Eastern Cooperative Oncologic Group
Performance Status (ECOG-PS) <2, and ability to respond to the
data collection were included in the study. Participants who pre-
sented difficulties in making online connections by video calls
or any significant auditory, visual or verbal language deficit were
excluded.

Data collection and analysis

Quantitative phase

The participants were recruited from the Women’s Outpatient
Clinic and Chemotherapy Infusion Center, based on eligibility
criteria. They completed sociodemographic and clinical question-
naires developed by the researchers, as well as a questionnaire
assessing comprehension and decision-making capacity (CMDgq-
PC/ACP) (Trevizan et al. 2023), the Scale of Knowledge and
Stigmas concerning PC (EsCE-CP19) (developed by the authors,
manuscript under review), and 2 checklists assessing participants’
awareness about PC and ACP. After the data collection phase,
patients were provided with an educational leaflet about PC and
ACP, aimed at reducing potential biases in their responses to qual-
itative questions. At the end of Phase 1, patients were informed
about the details of the second phase and were given the option
to participate if they felt comfortable doing so. Participants were
divided into 2 groups: those who participated in both phases of
the study and those who participated in Phase 1 only (refused
Phase 2). Exploratory quantitative data analysis was performed
using IBM SPSS Statistics 23 software. Data with p-values <0.05
were considered statistically significant.

Qualitative phase

After 7 to 14 days, the patients who participated in the first sur-
vey (n = 115) were contacted to schedule their participation in the
qualitative phase. Semi-structured interviews were conducted by
the first author (FBT), a clinical psychologist with extensive expe-
rience and a master’s degree in health psychology. The patients
(n = 61) completed the same questionnaires as in the first phase
and then responded to 6 guiding questions: “Do you know what
PC and ACP are?” “When is the most appropriate time to discuss PC
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Figure 1. Flowchart of mixed-methods design representation and changes in the number of participants through the phases.

PC = palliative care; ACP = advance care planning; n = sample number.

and ACP?” and “What is the most appropriate way to discuss PC and
ACP?”

The interviews were conducted exclusively via video call
and were recorded, transcribed by an assistant researcher, and
then deleted. Bardin’s discourse analysis method was used
for qualitative data analysis (Bardin 2016). Content analysis
was performed independently by the researchers FBT and
LFdA. Subsequently, with the presence of another researcher
(BSRP), peer review was performed until consensus was
reached.

Results

In Phase 1, a total of 115 participants completed questionnaires
related to PC and ACP. All participants who completed the first
phase were invited to participate in the subsequent qualitative
phase. Of them, only 53.04% (61 out of 115) completed both phases
of the study, while the remaining 46.96% (n = 54) declined to
participate in the second phase (Figure 1).

The sociodemographic and clinical characteristics of the partic-
ipants are outlined in Table 1.

Participants who completed both phases were more frequently
married (78.7% vs. 59.3%, p = 0.024), had higher educational lev-
els (higher education: 34.4% vs. 18.5%, p = 0.027), and more years
of schooling (more than 10 years: 80.3% vs. 53.7%, p = 0.012)
in comparison with patients who refused Phase 2. On the other
hand, patients who declined to participate in the second phase
were more likely to have an advanced-stage cancer (45.9% vs.
77.8%, p = 0.001) and were receiving a systemic palliative treat-
ment (59.0% vs. 79.6%, p = 0.049) compared with patients who
participated in both phases.
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Regarding their levels of comprehension, decision-making
capacity, stigmas, barriers, and awareness about PC and ACP, the
patients who participated in both phases were compared to those
who declined Phase 2, as shown in Table 2.

A statistically significant higher level of “knowledge of real-
ity” (3.27 vs. 2.92, p = 0.035), and, interestingly, a lower level
of “Responsibility” (4.12 vs. 4.32, p = 0.022) were observed in
patients who participated in both phases compared with patients
who refused Phase 2. When comparing levels of awareness of PC
and ACP, differences were observed between the 2 groups in terms
of their awareness about CP (57.4% vs. 38.9%, p = 0.048) and ACP
(49.2% vs. 14.8%, p < 0.001, Table 2). In addition, patients who
declined to participate in the second phase of the study had less
knowledge about PC and ACP than patients who participated in
both study phases.

Synthesizing the findings, it is suggested that patients’ personal
and clinical profiles, along with their knowledge and attitudes
toward PC and ACP, may influence their willingness to discuss
these topics (Figure 2).

Subsequently, analyses were conducted in the sample of patients
who participated in both phases (n = 61).

Initially, the participants were reassessed in the same domains
evaluated in Phase 1 (Table 3).

A statistically significant improvement in patients’ “Knowledge
of reality” from Phase 1 to Phase 2 (means 3.27 and 4.21,
respectively; p < 0.001) was observed. Furthermore, the patients’
“Knowledge about PC” also made significant progress (means
5.32 and 5.91, respectively; p < 0.001), as identified by the EsCE-
CP19 score, during that same interval. Additionally, there was a
considerable increase in patient’ “decision-making capability” and
“responsibility” over time (p < 0.001 and p = 0.004, respectively).
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Table 1. Sociodemographic and clinical characterization compared patients who participated in the both study phases and who refused the second moment
(only Phase 1)

Both study phases Only Phase 1
n = 61 (53.04%) n = 54 (46.96%)
Mean SD Mean SD p-value
Age (years) 49.52 (8.67) 51.97 (11.19) 0.1162
Time from diagnosis (months) 35.14 (41.81) 48.46 (57.51) 0.235
N (%) N (%)
Marital Status 0.024°
Living as married 48 (78.7) 32 (59.3)
Does not live as married 13 (21.3) 22 (40.7)
Religion 0.678°
Catholic 37 (60.7) 33 (61.1)
Evangelic 13 (21.3) 13 (24.1)
Spiritist Kardecist 7 (11.5) 3 (5.6)
Other/without 4 (6.6) 5 (9.3)
Educational Level 0.027°
Up to elementary school inc. 8 (13.1) 15 (27.8)
Elementary school comp. or inc. 3 (4.9) 8 (14.8)
High school complete 29 (47.5) 21 (38.9)
Higher education 21 (34.4) 10 (18.5)
School-based Time (years) 0.012°
0-6 5 (8.2) 14 (25.9)
7-9 7 (11.5) 11 (20.4)
10-12 26 (42.6) 19 (35.2)
>13 23 (37.7) 10 (18.5)
ECOG-PS 0.659°
0 23 (37.7) 16 (29.6)
1 30 (49.2) 30 (55.6)
2 8 (13.1) 8 (14.8)
Metastasis 0.001°
No 32 (52.5) 12 (22.2)
Yes 29 (47.5) 42 (77.8)
Cancer Staging (TNM) 0.001¢
Stage | 2 (3.3) 1 (1.9)
Stage Il 13 (21.3) 8 (14.8)
Stage Il 18 (29.3) 3 (5.6)
Stage IV 28 (45.9) 42 (77.8)
Treatment 0.049P
Adjuvant 15 (24.6) 8 (14.8)
Neoadjuvant 10 (16.4) 3 (5.6)
Systemic palliative 36 (59.0) 43 (79.6)

SD = standard deviation; N = number of participants; inc. = incomplete; comp. = complete.
Statistical calculation:

2Mann-Whitney test.

bpearson’s chi-squared test.

Fisher’s exact test.
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participated in both phases and who refused the second moment (only Phase 1)

391

and awareness regarding PC and ACP between patients who

Both study phases Only Phase 1
(n=61) (n = 54)
Mean (SD) Mean (SD) p-value
CMDg-PC/ACP (0-5)
Knowledge of reality 3.27 (0.93) 2.92 (0.97) 0.035°
Self-awareness 3.80 (0.98) 3.71 (1.22) 0.990°
Determination 431 (0.50) 4,25 (0.62) 0.905°
Responsibility 4.12 (0.63) 4.32 (0.83) 0.022°
Independence 2.66 (0.78) 2.64 (0.78) 0.908¢
Decision-making capacity (total) 3.74 (0.53) 3.76 (0.54) 0.898¢
EsCE-CP19 (0-7)
Knowledge about PC 5.32 (1.07) 5.02 (1.13) 0.0892
Stigma about PC 3.40 (1.78) 280 (1.69) 0.1812
N (%) N (%)
Do you know what PC is? 0.048°
Yes 35 57.4 21 38.9
No 26 42.6 33 61.1
Do you know what ACP is? <0.001°
Yes 30 49.2 8 14.8
No 31 50.8 46 85.2

N = number of participants; M = mean; SD = standard deviation; CDMCq-PC-ACP = comprehension and decision-making capacity questionnaire; EsCE-CP19 = Palliative Care Knowledge

and Stigma Scale; PC = palliative care; ACP = advance care planning.
Statistical calculation:

2Mann-Whitney test.

bPearson’s chi-squared test.

Student’s t-test.

Personal & Clinical Profile

Likely to refuse

Does not live as married -

0 to 9 years' school-based time -
Level IV cancer staging -

With metastasis -

- Living as married

- >10 years' school-based time
- Level | to Il cancer staging

- No metastasis

Systemic Palliative treatment -

High level of responsibility -

Claims not to know what the PCs are -
Claims not to know what the ACP are -

Likely to discuss

- Adjuvant or neoadjuvant treatment
- High level of knowledge of reality

- Claims to know what the PCs are

- Claims to know what the ACP are

Figure 2. Characteristics of cancer patients more likely to
accept or refuse PC and ACP discussions from the quantitative
phase.

After completing the questionnaires in Phase 2, a total of 61
patients were asked qualitative guiding questions. Their answers
were recorded transcribed in full, and a brief Bardin’s discourse
analysis (Bardin 2016) was conducted. The related responses
underwent a content analysis, which involved developing a system-
atic category system in 3 phases: pre-analysis, where researchers
initially contacted and thoroughly read transcripts; exploration,
selecting coding and classification units based on word meanings;
and processing results by drawing inferences and interpretations to
uncover hidden meanings. Following these steps, the researchers
were able to systematically analyze the qualitative data and derive
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5 significant categories that represent the main convergent themes
and concepts of the text, as shown in the categories provided.

Timing is key - discussing PC and ACP at the right time and
in the right way

Timing was critical in initiating discussions about PC and ACP,
and patients stressed the importance of identifying the right time
to ensure a clear understanding of diagnosis, prognosis, and treat-
ment options. Starting these discussions early may reduce the
risk of unnecessary suffering and distress by allowing patients to
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Table 3. Comparison of comprehension, decision-making capacity, stigmas, barriers, and knowledge about PC and ACP over time between paired samples (n = 61)

Phase 1 Phase 2
Mean (SD) Mean (SD) p-value

CMDg-PC/ACP (0-5)

Knowledge of reality 3.27 (0.93) 421 (0.85) <0.001°

Self-awareness 3.80 (0.98) 4,01 (1.05) 0.154°

Determination 431 (0.50) 4.26 (0.51) 0.609°

Responsibility 4,12 (0.63) 4.39 (0.62) 0.004°

Independence 2.66 (0.78) 2.77 (0.89) 0.607°

Decision-making capacity (total) 3.74 (0.53) 4.20 (0.49) <0.001°
EsCE-CP19 (0-7)

Knowledge about PC 5.32 (1.07) 5.91 (0.84) <0.001°

Stigma about PC 3.40 (1.78) 321 (1.71) 0.2862

N = number of participants; SD = standard deviation; CDMCq-PC-ACP = comprehension and decision-making capacity questionnaire; EsCE-CP19 = Palliative Care Knowledge and Stigma

Scale.

Statistical calculation:
2Wilcoxon test.
bStudent’s t-test.

make informed decisions about their care. “With discussions being
initiated earlier, they will not be as afraid and will not be thinking:
‘I am going to die, there is no hope’ Therefore, we should initiate
these conversations from the beginning, so that the person suffers
less and understands what PC entails” (Patient 23).

Breaking the taboo - demystifying PC and ACP for patients

The patients in the study faced challenges in discussing PC and
ACP due to misconceptions and societal taboos surrounding
these topics. Providing clear explanations about the benefits of
PC and ACP and addressing any misconceptions may help to
break down these taboos and provide comfort for patients. “At
first, it can be very overwhelming and frightening. However, peo-
ple react differently — some may be frightened, while others may
find it comforting. From the second consultation onwards, the
patient is in a better state of mind, and not too much informa-
tion stays in their head. There’s a lot of information to take in”
(Patient 38).

Empowering patients - giving clear explanations and
ensuring autonomy in PC and ACP discussions

Participants emphasized the importance of being empowered to
make informed decisions about their care, including a clear under-
standing of the benefits and risks of PC and ACP. This allowed them
to have greater control over their health care and make choices that
were aligned with their values and preference. “It’s an advanced
planning that ensures you don’t leave the decision in the hands of
your family or doctors. For instance, at end-of-life, I wouldn’t want
to be intubated [...]. ACP is what I need to do so that neither my
family nor doctors would make that decision for me because it’s not
what I want” (Patient 71).

From misunderstandings to understanding - eliminating
misconceptions about PC and ACP

Misunderstandings about PC and ACP prevented patients from
receiving the necessary care and support. Providing accurate
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information is crucial in eliminating myths and misconceptions.
“I used to think: ‘Palliative care? There’s nothing more that can
be done for this person’ However, this learning opportunity has
shown me that it’s not quite like that” (Patient 35). “My guidance
has greatly improved, and with the assistance of the ACP, people
are able to live with more dignity” (Patient 53).

Open communication - discussing PC and ACP throughout
the cancer journey

Open communication is crucial as patients preferred to discuss PC
and ACP throughout their disease, to ensure necessary information
for informed decisions. Discussing these topics can improve quality
of life and reduce suffering. “When doctors provide care, they may
say: ‘[...] You have been diagnosed with cancer, but do not worry,
you will receive chemotherapy, radiation therapy, and we also have
PCat the hospital, which is for pain management and quality oflife.
Regardless of how far your disease progresses or whether it can be
cured, we will take care of you, your pain, and your emotions. This
helps to put the person at comfort” (Participant 71).

A conceptual model was developed addressing the appropri-
ate and inappropriate ways and moments to discuss PC and ACP
with patients at different stages of cancer diagnosis and treatment
(Figure 3).

Discussion

The study aimed to identify patients who were likely to discuss PC
and ACP and their preferred timing and approach. Most patients
with breast cancer preferred to begin discussing these topics early
in their treatment journey, to alleviate fear, anxiety and receive sup-
port and guidance (Dans et al. 2021; Masi et al. 2019; Tang et al.
2019). Initially, some patients associated PC with death and were
afraid, but they found it helpful and reassuring after learning more.
Patients believed physicians should proactively discuss ACP and
PC, which could improve knowledge, hope, overall well-being, and
decision-making ability (Cohen et al. 2022; Masi et al. 2019).
Marital status and level of education may influence individu-
als’ willingness to discuss PC and ACP. Married participants were
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= Late discussions may limit care options and cause
suffering, as some treatment options may no longer be
available or effective.

Warning:

*  Consider timing of discussions for informed patient
decisions and optimal support.

making, limiting care
options and causing
unnecessary suffering.
Warning:
= Not the default option,
but may be appropriate
for some patients.

Hazards:

= Inadequate discussions during disease progression can
harm patients, especially if they providing false hope.

= Increased anxiety, fear, stigmas, and distress for
patients and their families.

= Attempted resistance and denial.

*  Difficulties related to end-of-life.

*  Proper timing are essential to avoid harm in these
discussions.

Figure 3. Conceptual model by the qualitative phase of the most appropriate time,

more likely to discuss their care, suggesting that being married may
provide advantages in addressing these issues compared to those
who are not married. This may be due to the presence of a spouse
who may provide emotional support or the sense of belonging and
connection that comes from being in a committed relationship
(Stegmann et al. 2020).

Additionally, education levels may indicate a greater interest in
understanding of the importance of engaging in these discussions
(Yoo et al. 2020). These findings are consistent with a study (Ejem
et al. 2018), which found that highly educated women prefer a
collaborative approach to decision-making. The absence of educa-
tion and information regarding ACP affects the general population
in Brazil (Tardelli et al. 2023). A recent cross-sectional survey
conducted in the Southern region of the country revealed that
only 2 individuals out of 48 patients attending an outpatient clinic
at a teaching hospital were aware of ACP (Guirro et al. 2022).
Given the current challenges facing Brazilian society, such as the
growing aging of the population and the increase in chronic dis-
eases, the implementation of ACP and the discussion about PC are
imperative for patient knowledge and, consequently, shared and
humanized care (Dias et al. 2022).

Patients with advanced cancer (including higher TNM stage
and presence of distant metastasis) may be more hesitant to engage
in these discussions. Women with advanced breast cancer feel less
capable of making decisions on their own as the disease progresses,
preferring aless active role (Ejem et al. 2018). A significant aspect to
consider is the fear associated with discussing disease progression
and death. Many patients experience apprehension when con-
fronted with the prospect of their illness worsening or facing the
end-of-life. This fear often stems from the uncertainty of the future,
the emotional distress of confronting mortality, and the potential
impact on loved ones. Furthermore, a lack of acceptance of the dis-
ease and the adoption of strategies, such as avoidance and denial,
can further hinder open and honest conversations about progno-
sis and end-of-life preferences (Bergerot et al. 2022; Pijnappel et al.
2022). This is an essential consideration for health-care providers
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and how the discussion about CP and ACP should be done.

who need to develop or adjust interventions to encourage patient
participation in such discussions based on their clinical condi-
tion. As an advanced disease stage may reduce patient engagement,
these characteristics may reinforce the significance of initiating
discussions at an early stage.

The results also reveal that patients with a better knowledge
of reality about PC and ACP may be more willing to partici-
pate in discussions related to these topics because they have a
clearer understanding of the benefits and importance of these con-
versations. They may also feel more confident in their ability to
make informed decisions about their care and future (Hou et al.
2021). On the other hand, patients who perceive a higher level of
responsibility, such as being the primary provider for their family,
may feel overwhelmed by the prospect of making such important
decisions and may be more inclined to refuse or postpone these
discussions. They may also feel a sense of duty or obligation to con-
tinue fighting the disease, which can make it difficult to consider
PC or ACP. In addition, a large number of patients have confi-
dence in their family members or health-care providers to make
appropriate decisions on their behalf, even if they haven't explicitly
communicated their health-care preferences to them (Hou et al.
2021).

The results obtained in the group or patients that participated
in both study phases showed a significant improvement in patients’
knowledge of reality, responsibility, decision-making capacity, and
awareness about PC. However, there was no significant difference
in the stigma associated with PC. While education about PC and
ACP may effectively improve patients’ knowledge of these topics
(Cattagni Kleiner et al. 2019), this educational approach alone may
not be sufficient to reduce the stigma associated with PC and ACP
as processes related to death and dying. Thus, to reduce stigmas
and improve patient engagement, health-care teams should also
address the emotional barriers that prevent patients from partic-
ipating in discussions about their own care (Stegmann et al. 2020).
A previous study indicates that to improve the process of making
informed choices regarding PC and ACP, it is necessary to expand
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the scope of performance status beyond physical well-being and
take into account psychosocial requirements and cognitive status
as well (Kida et al. 2021).

In addition to knowledge, understanding these barriers can
aid in better comprehending the disease process and treatment
options, thereby increasing patients’ ability to make informed
choices and take responsibility for their care (Cattagni Kleiner et al.
2019; Santos Neto et al. 2021). Additional efforts are required to
provide educational or supportive measures to physicians, aimed
at improving their ability to offer emotional support or convey
empathy during significant discussions (Stegmann et al. 2020).

The performed analysis indicated that stigma toward PC was
negatively correlated with several other variables, indicating that
individuals may feel ashamed or embarrassment, leading them to
avoid seeking help or openly discussing their treatment options.
In a brief qualitative discourse analysis, fear, stigmas, and taboos
about PC and ACP were generally related to difficult topics such as
illness, death, and dying (Grant et al. 2021). Because of this, while
some patients prefer to be informed about the possibility of PC
from the beginning, others may feel overwhelmed and prefer to
focus on treatment.

The timing of these conversations is crucial and should be cus-
tomized to meet the psychological state and individual needs of
each patient. However, delaying these conversations until the later
stages of the disease may leave patients feeling unprepared and
caught off guard, with insufficient time to process and accept the
situation. It is generally agreed that such conversations should not
be postponed until the last moment, as this could lead to false
hope or panic. Therefore, timely communication and education
can contribute to improving the quality of life of patients and their
families.

It is important to note that some patients may not be ready to
discuss PC right away, and the timing may depend on the individ-
ual patient’s emotional state and readiness to accept the informa-
tion. Therefore, doctors should approach the conversation about
PC and ACP in a compassionate and empathetic manner, taking
into consideration the patient’s needs and preferences (Cattagni
Kleiner et al. 2019). Patients appreciate honesty and transparency
from their doctors. Additionally, it is important to offer ongoing
support and resources to patients and their families throughout the
PC and ACP process.

In conclusion, the main impact of these discussions empha-
sizes the importance of patient-centered communication in can-
cer treatment. Discussing PC and ACP with patients early and
openly respects their autonomy and preferences and provides
emotional and educational support throughout the disease tra-
jectory. By doing so, patients may cope with the challenges of
cancer and achieve a better decision-making capacity during their
journey.

The study has some limitations, such as the discontinuation of
some patients in the second phase. However, this loss was expected,
especially in studies with this type of patient evaluation profile,
which did not compromise the sample size for qualitative analy-
sis, which was satisfactory. Another limitation was the inclusion
of only female patients with breast cancer, which could reduce the
generalizability of the results due to possible differences in eval-
uations in male patients or those with other types of cancer. The
study was conducted at only 1 oncology treatment center. However,
the hospital where the research was conducted serves patients
from all 5 regions of Brazil and is a reference in oncology care in
Latin America. Future studies are necessary to evaluate education
strategies that can increase patient knowledge about PC and ACP,
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contributing to the minimization of knowledge barriers related to
these topics.
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